
 

 

Welcome 
Happy New year and welcome to your latest update for the 
pregnancy choices with kidney disease study, learning more about 
women’s experiences of kidney disease, decisions about having 
children and their experiences of pregnancy and having children.  
We hope this update finds you well as we move into 2021.    

In this issue we provide an update on recruitment to the online 
survey in addition to an update on the interviews currently 
underway with women across the UK.  We also share some of the 
ways we have widened our recruitment strategy, including 
providing information in clinics and how you can help to recruit 
women to reach our 500 target.  Below are some some recent 
research study promotions, advertisements and links through our 
wider study partners.  Please read and share these important 
updates as well as continue to advertise and promote this study. 
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In the news 
The National Institute for Health 
and Care Excellence (NICE) has 
published new draft clinical 
guidance for Shared Decision 
Making.    

The guidance promotes ways for 
healthcare professionals and 
people using services to work 
together to make decisions about 
treatment and care. It includes 
recommendations on training, 
communicating risks, benefits and 
consequences, using decision aids, 
and how to embed shared decision 
making in organisational culture 
and practices.  The guidance and 
recommendations are currently 
open for wider stakeholder 
consultation.  You can share your 
comments via the website here 
https://www.nice.org.uk/
guidance/indevelopment/gid-
ng10120/consultation/html-
content and the consultation is 
open until 9th February.  

Stakeholder 
partner Kidney 
Wales are 
seeking a new 
managing 
director to help take the charity 
forward.  Deadline is the 25th 
January.  Find out more here, 
https://www.kidneywales.cymru/
about-kidney-wales/work-for-us/

LUPUS UK ADVERTISES 
STUDY ON THEIR NEWS 

CHANNEL  
Thank you to Paul 
and their team at 

Lupus UK for 
featuring the study 
in their latest online 

news stories

RACE EQUALITY FIRST 
 Partners at Race 

Equality First share 
study details via 
social media and 

invite us to present 
at their upcoming 

Community 
Networking Event in 

North Wales  

FAIR TREATMENT FOR 
WOMEN IN WALES 

Thank you to the Fair 
Treatment of Women 

in Wales for 
advertising the study 

alongside their 
multiple campaigns 
for fairer treatment 

of women.   
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 Meet the team 
Dr Denitza Williams is a lecturer in Cardiff Met and 
is passionate about improving communication 

between clinicians and patients, 
with a focus on women’s health. 
Previous research includes 
evaluating preferences for cervical 
cancer screening methods, and 
shared decision making in breast 
cancer and renal failure treatment 

options. Current research focuses on shared decision 
making, and the application of participatory 
qualitative methodology in women's reproductive 
health. You can meet more of the research team on 
the study website.

Covid Embrace is a new creative arts project by Iola 
Ynyr.  It examined ‘how lockdown forced women to re-
asses their role within their families, work and 
themselves. The project took a whole new look at 
women’s expectations, their fears and their role within 
social, political and spiritual 
expectations. The experience 
aimed to encourage women to 
reveal their hardest truths, the 
truths that are the opposite of 
what is ‘acceptable’ to share, 
however, by doing so in a safe 
and respected environment.’  You can view the digital 
experiences on the Pontio website here, 
www.pontio.co.uk/Online/default.asp.

Recruitment update 
Thank you once again to everybody for 
adding over 80 participants into the survey 
in December taking our total to 309 to 
date.  We have been working hard to 
advertise on social media and are especially 
aware of the current pressures on the NHS 
multi disciplinary teams.  Thank you to all of 
the multi-disciplinary kidney teams who are 
still proactively supporting recruitment, it 
really does make a difference.  We still have a 
target of 500 hundred surveys and we are 
confident that with that little bit of extra sign 
posting in routine renal clinics this can be 
achieved well before Easter.  

Above is the updated summary of the survey 
sample.  We are still encouraging every 
women aged 18-50 resident in the UK and 
diagnosed with kidney disease to take part. 

A special mention to the renal clerical teams in Cardiff 
who are now giving out information about the study to 
eligible participants as they attend for their routine 
appointments.  This means that patients will be able to 
read about the study as they wait to see their doctor.  If 
you have not 
received the posters 
for clinics and 
information to hand 
to patients, please 
get in touch asap 
with the study team.   

We have also started 
interviewing women 
with kidney disease 
about their experiences, values, views and 
understandings.  These women come from across the 
UK, from various backgrounds, and are at various stages 
in their kidney disease, as well as decision making about 
having children or not.  Some do not plan on having 
children for many years, some have had their children, 
and some have even been pregnant and had their 
children during the pandemic.  We have also spoken to 
people who have had transplants or are on dialysis, have 

early or later stage 
kidney disease, and 
people with 
different types of 
kidney disease.  
Thanks to all your 
efforts we are well 
on the way to 
building up a 
compressive picture 
of women’s needs 
whilst living with 
kidney disease. 
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Findings will help us develop new shared decision making 
tools to help better support women with the sometimes 
complicated and emotional decisions they may need to 

make about having children.  
  

To hear more about this study, check if you are eligible to 
take part and share your views you can get in touch via 
any of the contact details below.  You can also go directly 
to the online survey via the link below or scan the QR 
code.  We look forward to hearing from you.  

We are undertaking a study to learn more about 
women’s experiences of kidney disease,  

decisions about having children and their experiences  
of pregnancy and having children.

FORM G. Poster.                                IRAS. No 281999                                   Version 1.       17.04.20

Survey link: https://cardiff.onlinesurveys.ac.uk/ckd-engage  
Website: http://www.kidneyresearchunit.wales/impact-case-studies.htm?
id=34  
Email: l.mclaughlin@bangor.ac.uk 
Tel: 02921848469 
Twitter: @kidneypregnancy 
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